The care and follow-up of many of these adolescents are often fragmented, and relies heavily on subspecialists and therapists who may practice far from their home. Adolescents with chronic health conditions that are less obvious or less serious may not get the support they need from physicians or other adults. This position statement is intended to assist specialists, subspecialists and primary care physicians who provide care to youth with chronic conditions.
Developmental issues Independence and assertiveness
The Council on Child and Adolescent Health for the American Academy of Pediatrics has stated, "Children with disabilities, regardless of the cause, should be encouraged to develop the highest level of independence based on a realistic and objective evaluation of their abilities and limitations." The concepts of independence, dependence and interdependence are well described by Peterson et al [5] in their developmental framework for young adults with spina bifida, in which interdependence is referred to as "recognizing and distinguishing from each other situations in which one needs to rely on others and situations in which one needs to rely on oneself."
Preparing parents for separation from their teenager is an essential part of long-term management and may allow parents to think about their children surviving into and beyond adolescence. A number of factors make separation and independence more difficult for adolescents with chronic conditions and for their parents. These factors include the adolescent's need for treatment, parental overprotection, and a physical appearance that is more youthful than the adolescent's chronological age and limited physical freedom.
Disease control measures should take adolescent behavioural needs into consideration. Adolescents need to be aware of treatment choices and should be encouraged to be assertive by discussing and participating in this decision-making. Allowing the adolescent to take control in simple ways, such as choosing the form of medication (eg, pill or liquid), will foster autonomy and improve adherence to proposed treatment plans. This may increase parental anxiety over the well-being of the child. Physicians are encouraged to help parents strike a balance between the increased control of care by the adolescent and parental supervision.
Learning self-care skills is an important way to enhance self-esteem and autonomy, and to empower the adolescent to become a responsible individual as she or he gets older. If the adolescent can participate in his or her own personal care, self-esteem will be enhanced and the mechanics of separation eased. If the youth requires assistance, it is appropriate to seek a caregiver who is not a family member, preferably someone of the same sex.
Adolescents often achieve autonomy by engaging in behaviours that parents may perceive as dangerous; adolescents with chronic illness are no different. Parents need help to recognize and accept safe forms of self-expression and discourage those likely to be harmful. Paediatricians and other health care providers should screen youths with special health care needs for risk behaviours and protective factors as they do for healthy youth (ie, using the Home, Education, Activities, Drugs, Sex, Suicide [HEADSS] method [6] ).
The adolescent with a chronic health condition may have a greater need for coping skills, such as a good sense of humour and a positive view of life. Combined with supportive teachers, these can greatly reduce the risk of dysfunction. They may also need to be encouraged to pursue interests and hobbies. Occupational therapists can help these adolescents to achieve goals, such as learning to drive or participating in a sport.
Peer relationships
At adolescence, the young person's focus shifts from family to peers. This important move should be no different for adolescents with chronic health conditions. However, it can be difficult for them to maintain friendships. Hospitalization, frequent appointments and restrictions, both inherent to the condition and those imposed by parents and others, may lead to social isolation.
Physicians can help the adolescent develop strategies to deal with being teased. Humour, for instance, can often help defuse a painful situation. Potential friends may be intimidated by the nature of the disease. Physicians can advise adolescents how to find supportive friends and to explain the disease and the restrictions it poses.
Support groups allow both parents and adolescents to share experiences, challenge misconceptions and fears about the illness, and develop methods of coping. Adolescent groups also foster the acquisition of age-appropriate social skills.
School and work
Teenagers spend a large portion of their days in school and, later, at work. Attention should be paid to the concerns of adolescents with chronic health conditions about absenteeism resulting from medical care. The Adolescent Health Survey in British Columbia [7] found that youth living with a chronic health condition often had problems with school attendance, vocational planning, economic support and physical activity, to the point that they had a 30% reduction in school attendance compared with their healthy peers. Physicians can help students explain their medical problems to teachers, either by phone or by providing them with literature.
If ignored or not properly diagnosed, learning disabilities can become an increasingly serious problem during the more demanding junior and senior high school years. Appropriate remedial education may be needed; the paediatrician can often help to achieve this in an otherwise reluctant school system. Parents may need help in arriving at realistic expectations for their adolescent. Some may continue to expect achievement beyond the teen's abilities, while others may have settled for goals much below their adolescent's potential. Prevocational skills training can be introduced in junior high school. A realistic, meaningful goal improves the quality of life: the adolescent, family and physician can work together to formulate this goal and strategies to achieve it. Adults with disabilities have a 50% to 75% unemployment rate in the United States , compared with 5% for the general population. It is important for health care professionals, youth and their families to be aware of eligibility for medical, dental and extended health benefits to optimize potential coverage, while living with the family and preparing for the transition to independent living [8] .
Physical appearance
All adolescents are self-conscious about their physical appearance and pubertal development. Concerns about delayed puberty and physical abnormalities may be heightened in adolescents with chronic conditions. It is important for the physician to anticipate these issues and address them early, in a manner appropriate to the teen's developmental age.
While minor physical changes, such as body odour, may concern adolescents, they may also be seen as concrete evidence of maturation. A physician who points out these changes, discusses the adolescent's sexual maturity rating or undertakes a bone age measurement to establish any growth delay can reassure adolescents with chronic conditions who are concerned about their physical development. Delays in growth and development may be due to nutritional factors that can be corrected or to medication that can be modified. Maturational delays caused by disease may respond to hormonal treatment.
Medication that alters physical appearance (causing hirsutism, acne, obesity, etc) heightens body image anxiety and may affect adherence to treatment. Professional advice about hair, clothing and makeup and consideration of alternative therapy often have a positive effect.
Sexuality
Common myths about adolescents with chronic health conditions and disabilities are that they are asexual, suppress their sexual needs because of their condition, are not subject to sexual abuse and do not need any type of sex education [9] . As mentioned earlier, up to 98% of children diagnosed with a chronic health condition may now reach the age of 20 years. These children go through the same stages of adolescence as their peers -stages that incorporate concepts of human sexuality.
Sexual health appears to be a neglected issue for youths with a chronic health problem. In British Columbia , 54% of grade 12 students reported being sexually active [10] . In a different population sample, the reported prevalence of sexual activities for adolescents with chronic health conditions and disabilities has been estimated to be higher than the prevalence for their healthy peers [11] .
Adolescents with chronic conditions have the same need for sexuality counseling as other adolescents their age, and it is important for youths and their families to understand the alterations in normal physiological sexual development that may be caused by certain chronic health conditions.
In an effort to 'prove' normalcy, an adolescent may engage in sexual activity before he or she is emotionally ready. Suris et al [11] reported that 45% of youths with visible conditions (cerebral palsy, muscular dystrophy and arthritis) and 39% of youths with nonvisible conditions (diabetes, asthma and seizure disorders) reported having had intercourse. In that study, among all groups of youths with and without chronic health conditions who were sexually active, the estimated age at first intercourse was between 13.2 and 14.1 years. Males and females with chronic health conditions were more likely to report having had a sexually transmitted infection than the control groups.
In addition, adolescents with chronic health conditions and disabilities are more than twice as likely to report a history of physical or sexual abuse [11] [12] .
Some diseases, such as Turner syndrome, delay maturation and development, while others, such as spina bifida, cerebral palsy and some endocrine conditions, may cause premature development [13] . A variety of sexual dysfunctions may develop in adolescents and young adults with chronic health conditions, such as cystic fibrosis, where male infertility is commonly found as a result of the disorder itself. This population requires ongoing counseling on sexually transmitted infections and sexual health in general [14] .
Adolescents also need accurate information about fertility, the hereditary aspects of their disease, the consequences of sexually transmitted infections and unplanned pregnancy. Contraceptive options may be limited or contraindicated for youths with chronic conditions, such as congenital heart disease, diabetes, liver disease or post-transplantation. If pregnancy should occur, the young woman needs accurate information on the possible impact of the pregnancy on her health condition, and vice versa. A number of health conditions may be associated with sterility, such as cystic fibrosis, spinal cord defects and cancer in men; in the case with cancer, the treatments and medications may be the cause of the sterility. Sexual education has a pivotal role for youths in general [15] .
Proper gynecological care for adolescents is important, regardless of their level of physical, mental or cognitive abilities. It should include developmentally appropriate education of the patient and caregiver (when the patient is unable to deal physically or mentally with such issues). If the patient is not sexually active, a pelvic examination is usually not indicated. However, an external genital examination should be done in all adolescents [16] . Techniques for a pelvic examination in difficult adolescents (ie, those with mental retardation, and physical and/or mental disorders) have been described [16] [17] .
By addressing the youth's concerns directly and stressing his or her positive abilities, the physician may be able to help the adolescent modify inappropriate behaviour.
Information and research related specifically to sexuality for youths with chronic health conditions and disabilities is limited. However, the sexual practices pattern demonstrated by Suris et al [11] contradicts and challenges the current societal beliefs that youth with chronic health conditions and disabilities are 'nonsexual', have no questions related to sexuality and have no desires commonly expected to emerge in their healthy peers.
The physician needs to be aware of the tendency either to see young people with chronic illnesses as asexual or to assume that they have a heterosexual orientation. By explaining normal sexual patterns to caregivers, physicians can prevent inappropriate interventions in the adolescent's sexual activity.
Death and dying
Some people with chronic conditions die in adolescence. The adolescent with a chronic condition may have to deal with the grief of losing friends with the same disease and the implications of those deaths and the possibility of facing his or her own death. The issues of death and dying should be addressed both individually and through support groups. Chaplain services can provide support for individuals who are dying, their families and involved staff. Recognizing and acknowledging clinical situations where death has become inevitable is the first step to providing compassionate care during this process.
The practical approach to care Age limits and office practice
Paediatricians must be flexible when deciding when to transfer adolescent patients to adult facilities and must take the adolescent's developmental age into consideration. The Canadian Paediatric Society (CPS) statement "Age limits and adolescents" [18] provides more information on this subject.
The Society for Adolescent Medicine stated that "all individuals, whether receiving primary preventative care or tertiary care, deserve services that are appropriate for their age and developmental stage" [20] . The goals of providing health care to youths with chronic health conditions should include the following:
• optimal medical control;
• adolescent involvement in management of the health condition;
• adolescent and family understanding of the condition;
• acknowledgement of personal potential for activity, education, recreation and functioning;
• completion of adolescent developmental tasks;
• the attainment of self-esteem and self-confidence; and
• the acknowledgement of personal potential for a vocation or career [19] .
Legal and ethical issues are another important aspect of adolescent health care. Health care providers are encouraged to be knowledgeable about legal regulations in their local area. These aspects of adolescent health care include consent to treatment, confidentiality and competency [19] . The Canadian Medical Association has developed a series of references for health care providers entitled "Bioethics for Clinicians" [21] .
Networking
Physicians are encouraged to be informed about groups, organizations and Web sites that can provide physical and emotional support to patients and their families. They should also facilitate families' access to public health nurses, lay groups, home health providers, social service agencies and educators. Physicians should also strive to foster broader community responsibility for the chronically ill by becoming community educators and advocates.
Education
Educating adolescents about their disease has three measurable beneficial effects:
• they learn how to avoid situations that exacerbate their condition;
• they learn how to minimize the severity of an exacerbation; and
• they learn self-care skills to minimize the daily effects of their illness.
Hospital-based care
Knowledge of adolescent development is important in planning health care delivery for youth in outpatient and inpatient settings, taking into account the physical and biological changes during puberty and the significant psychosocial and emotional milestones of adolescence. This will facilitate appropriate delivery of health care for hospitalized youths. Hospitals without an adolescent ward can become more 'adolescentfriendly' by providing an orientation pamphlet that explains the rules, regulations and privileges. Rules for adolescents about 'lights out', visitation policies and leaves from hospital should be different than those that apply to younger children. Appropriate snacks can also be made available. Institutions with a space dedicated for adolescents can provide a milieu of committed hospital staff to develop special expertise in caring for youths. These professionals may serve as a resource for program policy development, implementation and evaluation, in addition to staff education and training.
The physical organization and design of the space for youths facilitate aspects of their care for such issues as privacy, socialization and educational needs. Recreation time is particularly important for adolescents with chronic conditions because it may offer the opportunity to express fears and anxieties not revealed under other circumstances. Because hospitalization often triggers behavioural regression, socializing with peers in a teen lounge is important.
Transition and transfer of care
Youth with chronic health conditions face different stages of transition in their lives: a developmental transition from childhood through adolescence to adulthood; a situational transition from paediatric to adult health care; and, occasionally, a transition from relative health to illness.
Transition may be conceptualized as the process undertaken by the youth, his or her family, and health care providers that culminates with the transfer of care to an adult health care provider. Assessing readiness for transfer to an adult facility and preparing for that transfer must be discussed at leisure, well ahead of the event. The patient should be informed about the different types of care that will be offered and the different resources available in an adult facility. Transition clinics staffed by youth-oriented professionals, as well as paediatric and adult subspecialists, can help in this transition.
The literature contains reports on a number of transition projects and programs around North America. In 1996, the National Center for Youth with Disabilities completed a survey of approximately 140 centres that self-identified as incorporating or developing transition programs into their health care services [22] . Four models of care were identified: disease focus; primary care; transition coordination; and adolescent focus. The disease focus model is the most commonly seen across North America. Subspecialty clinics at tertiary care centres provide care to youths and their families with or without the support of a multidisciplinary team (rheumatology, cardiology, gastroenterology and cystic fibrosis clinics).
In the transition coordination model, health care is provided to youths in a specific age range (18 to 25 years) with a particular health condition (eg, the young adult with rheumatic disease model). The adolescent focus model is usually run by adolescent medicine specialists, and comprehensive, coordinated support is provided based on the biopsychosocial model of care.
A copy of the transfer summary should be given to the adolescent. The paediatrician should follow up with the patient and the facility to which he or she has been referred to ensure that the transfer has gone smoothly. The aim of transition is to ensure that movement from paediatric to adult care is continuous, comprehensive and coordinated, both to minimize disability and to promote appropriate use of health care services [23] . At BC's Children's Hospital, it is estimated that nearly 1200 youth with chronic health conditions transfer into the adult system annually; for this purpose, a service called "On Trac" was created [24] . By providing youth with developmentally appropriate knowledge and skills, they learn to advocate effectively for themselves, maintaining good health behaviours and using health care services to maintain their health and prevent secondary disability [2] [25] .
Recommendations
The CPS makes the following recommendations for the care of the adolescent with chronic conditions and special health care needs:
• Physicians must encourage adolescents to develop the highest level of independence based on a realistic and objective evaluation of their abilities and limitations.
• Physicians must encourage parents to strike a balance between parental supervision and increased control of care by the adolescent.
• Physicians must help parents to recognize and accept safe forms of self-expression because adolescents often achieve autonomy by engaging in behaviours that parents may perceive as dangerous.
• Physicians must question adolescents about their relationships with peers and advise them on any problems to ensure that they develop and maintain friendships.
• Physicians must help teachers understand the condition of the adolescent and facilitate integration into the school program. Also, physicians must help parents to have realistic academic expectations for their adolescent with a chronic condition.
• Physicians must anticipate issues of delayed puberty and physical appearance and address them early, in a manner appropriate to the teen's developmental age.
• Physicians must ask questions on sexuality, sexual orientation, sexual activities, and physical and sexual abuse. Information must be provided to the adolescent on the following topics: pregnancy, sexually transmitted infections, type of contraception allowed by the adolescent's condition, and fertility.
• Physicians must assess issues related to pain control in adolescents with certain chronic conditions, such as sickle cell anemia, juvenile idiopathic arthritis and neuromuscular conditions, in which pain may be underestimated and not treated appropriately.
• Hospital-based care must be adolescent-friendly and support the developmental issues involved.
• The issues of death and dying must be addressed whenever appropriate.
• Paediatricians must be flexible when deciding when to transfer adolescents to adult facilities and must take their developmental age into consideration, ensuring that the transition to an adult facility or new health professional is continuous, comprehensive and coordinated both to minimize disability and to promote appropriate use of health care services. Discussions about transition should start between the ages of 10 and 12 years.
• The adolescent must be involved in decisionmaking regarding treatment or referral. To do so, the physician must also educate the adolescent about his or her condition.
• Health care providers must be knowledgeable about legal regulations and aspects of consent and confidentiality in their province, especially when dealing with adolescents with chronic conditions.
• Physicians must be informed about organizations that can provide support to adolescents and their families. They must also facilitate the adolescents' and their families' access to needed services in the community.
• Physicians must foster broader community responsibility for the chronically ill and be community educators and advocates.
Conclusion
For physicians, caring for adolescents with chronic conditions and special health care needs can be interesting and rewarding. Physicians have more impact on their progression into adulthood than on patients seen less frequently and in less intense situations. The opportunity to have an effect on the life of these adolescents is invaluable, as are the lessons we learn from them.
Resources for youth and parents
• Canadian Paediatric Society: www.caringforkids.cps.ca
• Kaufman M. Easy for You to Say. Toronto: Key Porter Books, 1995.
• Ability OnLine 
